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Abstract 
Patients seek support and advice from other patients regarding diagnosis, medication, impact of 
medication, treatment, etc. The information on these sites may affect patients’ decisions on medical issues 
such as what medication and treatment to use etc. This study addresses the following research questions 
to identify the organic antecedents of quality of response from peers in the online health community in 
Parkinson’s disease forum: What are the antecedents of a quality user? Do conventional influence 
measures such as followers, likes etc. predict the clinical accuracy of such users in the context online 
patient-to-patient portals? Patient safety is often affected by erroneous and/or misleading medical 
information exchanged on social networks. The critical factors identified could be used by healthcare 
social networks as the basis for improving the quality of information exchanged among users. The study 
utilizes the clinical evaluations of neurosurgeons to establish the quality of responses provided by the 
users. 
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Introduction 
Patient to patient portals (P2P) are health social networks that typically bring together people with similar 
health issues, example patientslikeme.com, webmd.com, tudiabetes.org etc. Patients seek support and 
advice from other patients regarding diagnosis, medication, impact of medication, treatment, etc. The 
information on these sites may affect patients’ decisions on medical issues such as what medication and 
treatment to use etc. They provide an ideal platform for patients to give experiential evaluations on the 
effectiveness of care and treatments. This is especially useful for chronically ill patients like that of 
Parkinson’s disease who are faced with an increased responsibility for self-care. P2P portals may have 
patients with conditions that were poorly understood and difficult to cure (Davison 1996). Such patients 
might be otherwise difficult to find. 
In the last few years, there has been a significant increase in use of P2P as more patients seek to access 
alternate sources of health information and connect with other patients with same or similar 
disease(Jadad 2006). Based on the recent study from PwC’s Health Research Institute(Perna 2012 ), 40% 
of the consumers say they have used social media to find health related consumer reviews and 25% have 
posted about their health experience. This study addresses the following research questions with respect 
to a Parkinson’s disease forum: What are the factors that impact response quality of a user? Do 
conventional influence measures predict the clinical accuracy of such users in the context online patient-
to-patient portals? The contributions of this research are twofold. Firstly, the factors identified by this 
study can be utilized by patient to patient websites to embed the process of information control. This also 
helps in channeling specific information to more suitable users based on the characteristics of the 
message as well as the users. We hope to improve patient safety, which is often affected by erroneous 
and/or misleading medical information exchanged on social networks. The critical factors identified could 
be used by healthcare social networks as the basis for improving the quality of information exchanged 
among users. The study utilizes the clinical evaluations of the accuracy of responses provided by 
neurosurgeons to establish the quality of responses provided by the users. 
 Are Expert Patients Popular? 
  
 Twenty-second Americas Conference on Information Systems, San Diego, 2016 2 
Background: Quality of Online Health Information 
A large number of researches have studied the quality of health information on social networks. Several 
studies have indicated that medical information on the websites and online social networks is sometimes 
misleading or inaccurate (Eysenbach et al. 2002; Huberman et al. 2008). For example, a pilot study of 
three consumer health social networking websites concluded that only 48% of the postings contained 
medical content and 54% of those were either incomplete or contained errors(Tsai et al. 2007). On the 
other hand, there are empirical findings which concluded that the quality of health information on the 
internet varies by website (Tangri and Chande 2011).  These findings reinforce the need to understand 
online healthcare information exchange and how the information exchanged affects patient safety. 
Model Development 
Clinical Expertise of User 
The unit of analysis in this paper is the responding user. This study primarily deals with the quality of 
information about Parkinson’s disease on online social networks. The efficacy of information available to 
patients on online healthcare social networking can be questioned from the perspective of timeliness, 
availability, extent of misinformation, specificity, contextually relevant to the patient, etc. Several studies 
have used completeness or comprehensiveness as a measure of health information quality on the web 
(Beredjiklian et al. 2000; Berland et al. 2001; Doupi 1999). Following these studies, in our study, the 
quality of the responses provided by a contributing user is defined as whether the post correctly and 
completely answers the initial question.  
Perceived User Expertise 
Useful Remarks (Likes) 
For every useful post, users of the website give a “thumbs up” rating. Users who have a positive impact in 
terms of contributions in the online social network, tend to be perceived by other users as more useful 
contributors. In social network conventions (ex: Facebook), the act of liking shows a shared belief system 
between the user posting and the user liking the post (Lipsman et al. 2012). This typically makes a user 
popular. Facebook users like a post if the content conforms to their experience/opinion/ sentiments 
(Shoenberger and Tandoc Jr 2014). Liking, in way enhances the perceived identity of a user. This 
mechanism is intrinsically the indication that users of the community believe the poster’s content to be 
relevant and useful. Such identifying mechanisms have proven to promote satisfaction and knowledge 
contribution in online communities (Ma and Agarwal 2007).  
Followers 
This positive association between number of followers and user quality has been the intuitive relationship. 
In that front, (Bakshy et al. 2011) found that popular users were the ones who already had more number 
of followers. From the perspective of the online health networks, a user with a high number of followers 
essentially has a greater reach than others. We suggest that the “follower” concept is a way to establish 
connections in online health networks as well. The reasons for the ‘following’ mechanism can be several. 
Typically, a user follows another user as a means of subscribing to the posts of the one who is followed. 
The social capital that the user has gained over the period through the “follow” mechanism can be 
leveraged by the user. Therefore, our expectation is that users with higher number of followers are more 
likely to provide quality information.  
Therefore we expect that, 
H1: The perceived expertise (likes and followers) of the user positively impacts the quality of response 
User Experience 
In case of online P2P, users tend to have different degrees of experience in terms of the time they have 
spent in a particular context. More experienced users tend to contribute more to the online community by 
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harnessing their experiences. (Fox et al. 2005) showed in their study about the phenomenon of “expert 
patients” that in case of weight loss related forums, a more experienced user is often perceived to be 
expert by other users. In general, experienced users tend to provide several benefits across a variety of 
contexts. The relatively new users were more inclined to lesser frequent activity, and participated in the 
network largely to gain information. More experienced users tend to contribute more to the online 
community by harnessing their experiences. The newer users also spend time on learning how to 
participate in the community in the particular context. (Nov et al. 2009) showed that tenure of users had 
a significant effect on the photo sharing capabilities of users in the online community. Greater experience 
or tenure on the portal improves the confidence of the patient in navigating the system better. It may also 
lead to learning from others who have posted responses and this also will likely result in more accurate 
response to the post. Therefore, we hypothesize that: 
H2: The user’s Experience with the system positively impacts his/her quality of response 
Experience with condition 
Typically, people with more experience as able to bring the benefits of that experience to bear on a job. 
The same could be true for patients with diabetes. Up to a certain level of progression of the disease, 
patients who have managed their disease for a longer period are likely to share their experiences and 
coping skills with patients who have less experience managing the disease. Patients’ experience in 
handling the condition may play a vital role in improving their efficacy. Typically, in online patient 
portals, patients post questions with the expectation that other patients with similar experiences may 
provide their opinions or advice.  Therefore, a patient with greater experience in managing the condition 
might provide better quality advice.  
H3: User with greater experience with disease provide better quality response 
Disease Severity 
Comorbidity 
Comorbidity is defined as the simultaneous presence of two chronic diseases or conditions in a patient. 
Co-morbid conditions of a patient may alter his/her knowledge or expertise level of a disease, since it 
becomes tricky and complex for even trained professionals to accurately diagnose and treat. This 
complexity has been evident in case of a variety of diseases ranging from panic disorder (Brown et al. 
1995) to Cancer (Janssen-Heijnen et al. 1998). Specifically, in the case of Parkinson’s disease, comorbidity 
(among the symptoms of Parkinson’s disease) may occur in motor as well as non-motor symptoms, which 
may lead to misdiagnosis (Shulman et al. 2001).  For example, a sense of numbness while getting up from 
bed is a common symptom in Parkinson’s disease, generally presenting itself at later stages of the disease. 
However, the symptom may also arise due to some kind of deficiencies in the body. Presence of comorbid 
condition(s) in case of patients suffering from Parkinson's disease, therefore makes the task of disease 
management more complex. It might also be true that when patients have many conditions, their coping 
capability may be enhanced and their knowledge about the disease becomes more nuanced. 
Progression stage of disease 
We use the HY severity scale of the patients to determine in what stage they are in terms of their disease 
progression(Hoehn and Yahr 1998). A user’s expertise in giving advice may be influenced by the kind of 
experience the person has with disease itself. For example, a person in the first stage of Parkinson’s 
disease may not have the same capability to handle sudden stiffness caused due to Parkinson’s disease at a 
later stage. However, a Parkinson’s patient at stage four may be able to provide better advice to a patient 
in stage three. Therefore, we expect that 
H4: Patients with greater severity of condition provide better quality response 
Network Characteristics 
Extant studies have identified and characterized the influential users in online social networks in the wake 
of growing importance for social network analysis fueled by the advancement in web technologies (Goyal 
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et al. 2010). In the social network literature, the centrality metrics have been shown to be related to 
certain nodal properties. We use degree centrality of the user in since it is a measure of number of 
connections a user has, which plays an important role in this context. Therefore, 
H5: Users with greater network prominence will provide better quality response 
Methodology 
The data was collected from a popular social networking site. 584 posts from 30 threads related to 
Parkinson's disease were extracted from the social networking site. These posts were then ported into an 
application specifically developed for physicians to evaluate the posts and threads.  Physicians read each 
post and decide whether it correctly answers the questions posted. The physicians were all neurosurgeons 
working in the US. Inter-rater reliability measures were taken to ensure the consistency of evaluations. 
We analyzed the data using the partial least squares (PLS) approach (Ringle et al. 2012). Disease 
Severity, Experience with disease and perceived expertise were modeled as formative constructs.  Internal 
consistency (reliability testing) of indicators is not relevant for formative constructs because the 
indicators are not reflections of the underlying latent variable. Formative construct indicators are not 
necessarily correlated hence convergent validity is also not relevant. However discriminate validity can be 
tested for formative construct (MacKenzie et al. 2005). We first examined the significance levels of the 
item weightings. We then used the VIF (variance inflation factor) statistics to determine whether there is 
multicolinearity among the items. The results show that the VIF is lower than recommended value of 3 
(Diamantopoulos and Siguaw 2006).   
Results and Discussion 
The results are presented in Table 1. A “***” shows a 0.01 level of significance.  
Dependent Variable – User Response Quality Co-efficient S.E  T Statistics  
Disease Severity 0.1371*** 0.0648 2.3133 
Experience with Disease -0.0927 0.0843 1.1866 
Experience with System 0.1932*** 0.0577 3.2602 
Network Position -0.2582*** 0.0465 5.8271 
Perceived Expertise -0.2847*** 0.0293 9.515 
Table 1. Estimation Results 
The results presented above indicate that Hypotheses H2 and H4 were supported. This shows that users 
with greater severity of disease generally provide better response. As expected, users who had more 
experience using the system contributed to better quality posts due to increased self-efficacy. However, 
other results indicate counter-intuitive findings. The conventional means of measuring popular or 
influential users such as likes and followers were found to be negatively associated with response quality. 
This might be because of the fact that such users may provide palatable responses to other patients, 
thereby garnering likes and followers. However, they may be clinically inaccurate. The fact that popularity 
begets network prominence may accentuate the effect of network prominence in a negative way. Popular 
user perhaps gain centrality, but often turn out to be misinformed. This finding has serious implications 
for future designs of online communities since conventional indicators of user quality seem to fail in case 
of healthcare context. Future research may throw some light on how expert patients can be identified 
using alternative indicators.  
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